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Abstract

Background: Parental cancer can have a significant impact on afamily's psychosocial functioning and quality of life, whereby
the children’s situation is strongly related to parental coping and capacity. Such parents ask for more help in order to increase
their care capacity, while the network is often insecure about how to help and thereby withdraw. They ask for guidance and
training to be able to support cancer families. Based on this, the Cancer- Psycho-Educational Program for the SOcial NEtwork
(PEPSONE) study was devel oped.

Objective: To optimize socia network support through a psycho-educational program for families living with parental cancer
and their network membersin order to increase parental capacity and thereby secure the children’s safety and quality of life.

Methods: A randomized controlled trial (RCT) in which families (N=60) living with parental cancer will be randomized to
either an intervention group or a control group. The intervention will last for 3 hours and includes (1) introduction, (2)
psycho-education (living with cancer in the family and theimportance of socia network support), and (3) discussion (thisfamily’s
need for social support). Primary outcomes are socia support, mental health, and quality of life, and secondary outcomes are
resilience and parental capacity. Data will be collected by a set of questionnaires distributed to healthy parents (N=60) living
with a partner with cancer, one child in the family between 8-18 years of age (N=60), and network members (N=210) of the
intervention families at inclusion, and after 3 and 6 months. Comparing differences between the intervention group (n=30) and
the control group (n=30), the power analysis shows that P<.05 and a statistical power = .80 would detect effect sizes of clinical
interest.

Results: This paper presents the Cancer-PEPSON study’s protocol to provide a broader understanding of the background and
content of the program. The study is ongoing until August 2016 and the first results are anticipated to be finished by November
2015.

Conclusions: To our knowledge, thiswill bethefirst RCT study to optimize social network support through a psycho-educational
program for families living with parental cancer and their network members, as well as provide an evidence basis for socia
network support. The results may provide important knowledge that is useful for clinical practice and further research. Thetria
is reported according to the CONSORT checklist.

ClinicalTrial: International  Standard Randomized Controlled Trial Number (ISRCTN): 15982171,
http://www.controlled-trials.com/ISRCTN15982171/15982171 (Archived by WebCite at http://www.webcitation.org/6cg9zunS0)

(JMIR Res Protoc 2015;4(4):€142) doi: 10.2196/resprot.5055
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Introduction

Annually, approximately 30,000 Norwegians are diagnosed
with cancer. Even if the mgjority of these are older individuals,
more than 3500 children under <18 years of age experience a
parent getting cancer. Thus, about 18,000 Norwegian families
livewith parental cancer [1,2]. Internationally, roughly 14-18%
of cancer patients have dependent children, indicating a large
population of familiesfor whom cancer poses special challenges
[3-5].

Social support isimportant for human health and quality of life,
including emotional, practical and economic help, and
information provided to the individua by significant others,
such as distant family members, friends, and co-workers, etc
[6]. Even if social support represents an essential resource for
familiesliving with parental cancer, these parentsreport aneed
for more social support and help in order to uphold their parental
capacity and to continue a“normal” everyday life[7-9]. Social
network memberswant to support and help, but request support
assistance from professional s to provide them with knowledge
and various strategies to facilitate better and more prolonged
support [7,10]. Based on this, we developed the Cancer-
Psycho-Educational Program for the SOcial NEtwork
(PEPSONE) study. Cancer-PEPSONE is a randomized
controlled trial (RCT) study aimed at optimizing social network
support through a psycho-educational program for familiesand
their network members, in order to uphold parental capacity
and children’s quality of life. This paper presents the study’s
protocol to provide a broader understanding of the background
and content of the study.

Previous Research

In ademanding balance between caring for children, work, and
domestic tasks, cancer illness and cancer treatment represent a
significant burden and long-lasting strain for the entire family
[4,11,12]. These consequences are, however, different for
individual family members.

A cancer diagnosis and treatment usually results in multiple
consequences for the sick parent, including physical and
psychosocial side effects, such as nausea, pain, and fatigue as
well as anxiety, depression, and traumatic stress reactions
[13,14]. Sick parents are, therefore, frequently challenged in
fulfilling their rolesin everyday lifein relation to work, practical
tasks at home, and caring for their children and social life[7,15].
Partners of cancer patients also experience stress reactions,
anxiety, depression, and impaired quality of life [16-18]. They
frequently report aconsiderableincreasein the strain related to
child care, in performing domestic tasks, and in supporting their
sick partner aswell as being the family’s breadwinner. Healthy
partners often fulfill double roles and fedl distressed, insecure,
and lonely [7,11,19]. Together, these challenging strains on
both parents may negatively influence their parental capacity
and quality of life [12,20,21].
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How children are affected by parental cancer depend on the
child's age, experiences and maturity, and the cancer severity,
but are especially related to parental coping and the family’s
function in everyday life [4,11,22]. Reduced parental coping
negatively affects the children’s behavior and their emotional,
physical, and school life [23,24]. Young children are mostly
affected by concrete changes in daily routines such as frequent
hospitalizations and changesin parental behaviors (eg, sadness,
fatigue, and impatience) [25]. Older children and adolescents
also feel empathy, and they areworried about losing their parent
and think about how the cancer will influence their own futures
[23,26]. These children are at risk of several physica and
psychosocial symptoms such as decreased energy levels,
headaches, stomach pain, sleep deprivation, concentration
problems, depression, anticipatory grief reactions, and reduced
quality of life [19,24]. Additionally, these children report
impairments in the family’s socid life and increased
involvement in domestic tasks such as looking after minor
siblings[23]. Research indicatesthat they try to reducethestrain
on parents by asking for less help or not bringing friends home,
aswdll asinternalizing their own problemsand concerns[23,24].
Thus, children living with parental cancer ask for predictability
and stability in everyday life, and call for a balance between
talking about their current situation and a“ space” in which they
can talk about things other than cancer, hang out with friends,
and participate in leisure activities [7,27].

Several studies have emphasized the importance of social
support for physical and mental health, for quality of life, as
well as for coping with and recovering from cancer [28-31].
Nonetheless, cancer patients still experience disruptionsin their
social livesaswell asunhelpful help or alack of social support,
especiadly over time [8,32]. Cancer patients main concern
regards caring for their children, and in particular they want to
protect their children and maintain an ordinary everyday life
[20,33,34]. A number of these parents express that they are
dependent on help from their social network to sustain their
regular everyday life, and call for more and prolonged support
to uphold their own parental capacity and avoid “hitting the
wall” [7,35]. These families often find it difficult to ask for the
help and support they actually need and they often experience
that help and support drop shortly after the diagnosis and their
network withdraws[7-9].

Previous research hasfound that network members surrounding
familiesin crisisare generally positivein providing support but
that they are often insecure about how to help. They report being
afraid to say or do the “wrong things’, of intruding on the
family, or they may assume that their contributions are
unimportant or that the family copes adequately on its own
[7,8,36]. Network members claim that by acknowledging
support efforts and providing various strategies, professionals
can facilitate better and more prolonged network support [36].

Most studies of social support related to cancer are descriptive,
documenting the importance of social support for physical and
psychological headlth as well as for quality of life [32].
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I ntervention studies on enhancing social support lag far behind,
and are mostly directed to cancer patients, especialy breast
cancer, focusing on different kinds of support groups [37,38].
Intervention studies related to parental cancer and dependent
children are lacking, as are intervention efforts aimed at
enhancing social support for children and families members
[39]. However, Hogan's review [38] provides support for the
overall usefulness of different social support interventions.

Theoretical Framewor k

Social support is thought to affect mental and physical health
positively through its influence on emotions, cognitions, and
behaviors|6,38,40]. Neverthel ess, the association between social
support, well-being, and health is complex and therefore difficult
to conceptualize. House and Kahn’s definition of social support
makes aconceptual distinction between different types of social
support, including emotional, economic and practical help, and
the provision of information [41]. Social network support
encompasses various kinds of support given to individuals and
families by other family members, friends, colleagues,
neighbors, and others[6,11]. Over thelast decades, much health
research has distinguished between “ perceived” and “received”
social support [6,42]. “Perceived support” refers to the
perception by those who arein need of support that such support
would be availableif needed (ie, qualitative), whereas*“ received
support” refersto the actual support resourcesreceived by those
in need (ie, quantitative). Two major models have been proposed
to explain the link between social support and well-being: the
main or direct effect model and the buffering effect model
[6,43]. The direct effect model suggests that social support is
directly associated with well-being, while the stress buffering
model describes how social support can protect individual
well-being from the negative impact of stress. Perceived and
received support have exhibited different effects on well-being
and health, with perceived support demonstrating the most
influential effect [6]. Furthermore, social support has been seen
astransactional, which meansthat other factors (eg, personality
characteristics, contextual, and interpersona processes)
influence the impact of the support. Nevertheless, exactly what
the mechanisms are which provide for the effects of social

Figure 1. Research model.
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support remains to be discussed and the causal links are till
unclear [6,42].

Cohen [42] argues that strengthening and increasing the
availability of supportin socia networks, and reducing negative
interactionswithin one's network are essential for human health.
Psycho-education can be a viable strategy for achieving this.
Psycho-education is defined as professionally delivered
illness-specific information and tools for managing challenges
in everyday life [44]. It builds on a holistic and
competence-based approach, focusing on health promotion,
collaboration, and empowerment where the development of
open communication, competence, knowledge, and skills are
crucial elements facilitating behavioral change [44].
Psycho-education looksto support theindividual's understanding
of a challenging situation and help gain access to resources,
develop awareness of issues, foster a sense of control, and
educate about coping skillsfor both families and their networks.
These factors focus on improving cognitive awareness and
coping skills. However, psycho-education also looksto promote
insights that address affective worries and concerns [44]. This
study focuses on investigating whether the psycho-education
of social networks membersisan appropriate method to achieve
beneficial effects with respect to increasing social support and
thereby parental quality of life, mental health and parental
capacity, and thus the children’s well-being. Based on the
theoretical framework we have devel oped a conceptual model
of the study (Figure 1).

As shown in Figure 1, it is hypothesized that the
Cancer-PEPSONE program will enhance the family’s social
network support. Thisenhanced support will have direct effects
on healthy parents’ quality of life, mental health, and parental
capacity, as well as direct and indirect effects on children’'s
quality of life and mental health. The study upholdsthe child's
perspective and complies with the Norwegian Act for Health
Personnel [45], putting children’s well-being on the agenda
when living with parental illness. It also complies with the
International Convention on the Rights of the Child (UN),
emphasizing the rights of children to care, protection,
rehabilitation, and assistance in various situations that can
negatively affect their life situation.

' N
Healthy Parent:
Improved QOL, Mental

Psycho-educational
intervention
(PEPSONE)

Improved Social
Network Support ¥

Health, Parenting
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Objectives and Hypotheses

The purpose of the Cancer-PEPSONE project is to expand the
knowledge base and build competence in networks to help
children living with parental cancer. The overal am of the
study is to optimize social support from the social network
through a psycho-educational intervention. Based on the
project’s aims and research model, we hypothesize that (1) a
psycho-educational program will improve the provisions of
socia support to the affected family, (2) parental psychosocial
health and quality of life will increase through social network
support, and (3) the children’s psychosocial health and quality
of life will improve because of more and better socia support
and increased parental capacity, mental health, and quality of
life.

Methods

Trial Design

Based on the study’s hypothesis and research questions, the
Cancer-PEPSONE study will be conducted as a single center,
randomized controlled trial (RCT) [46], including an
intervention and a control group. This design is best suited to

Figure 2. Flow diagram of the The Cancer PEPSONE study.
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test the effectiveness of varioustypes of interventionin clinical
trials. The Cancer-PEPSONE study designisoutlinedin Figure
2.

After receiving written and oral information from one of the
two first authors, families fulfilling the inclusion criteria are
included in the study. The participants receive a form for
informed consent and the first set of questionnaires for the
healthy parent and one child in the family (T1) by mail. The
consent form and the questionnaires are returned to the
researchersin pre-stamped envel opes. Then, every other family
israndomized to either the treatment group or the control group
by one of the researchers based on the order in which the
informed consent and questionnaires are returned. The type of
intervention makes it impossible to blind the trial participants
or the psychologist. The families in the intervention group and
their network members receive the intervention, while the
control group receives no intervention (care as usual). The
control group is offered theintervention after finishing the study
participation, after approximately 6 months, and all participating
families get a DVD of the program after finishing T3 after 6
months.

Intervention:
Psycho-education 12 A3
N=30 HP. 30 C After 3 months After 6 months
. and 2’10 — 30HP,30Cand |+ 30HP 30 C and
]f'_opul.at_lon: . T1 setnnits 210 NM 210 NM
Families living Wlth Eieliigion anesibers (R
parental cancerin =4 N—q healthy parents
Notway (HP) and Control: 12 T3
60 children (C) Careasusual A?;)eli{fvptr;(())ngl ® —{ After 6 months
30HP,30C ’ 30HP.30C
Randomization
. The parentsin theintervention families decidewho in the family
Intervention

Theintervention isapsycho-educational program for the family
and its network members. The authors developed the program
based on clinical experience, previous research, and the
theoretical framework previously outlined. It was pilot-tested
by two of the authors and thereafter, al the authors discussed
and modified the program to its final structure.

http://www.researchprotocols.org/2015/4/e142/

and which network members would participate in the program.
The program is conducted in the families’ homes, or else where
they choose, by one of threeclinical psychologists, al of whom
are experienced in working with familiesand childrenin crisis.
It lasts for approximately 3 hours. None of the researchers are
involved in theintervention that contains the elements described
in Textbox 1.
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Textbox 1. Elementsincluded in the intervention.

Welcome and introduction (10-15 minutes): The psychologist leading the meeting introduces herself and presents the content of the program
before the participantsintroduce themselves. The goals of the program are (1) to emphasize the importance of network support; (2) secure social
network support for cancer families over time; (3) share knowledge to make each other wiser.

Psycho-education (approximately 1 hour): In this part, the psychol ogist has ateaching session focusing on the following areas: (1) the consequences
of living with a cancer diagnosisin the family for the sick and the healthy parent, and with a special focus on the children; (2) general reactions
and the needs of both the children and the adults; (3) common useful coping strategies for crisis; (4) the importance of socia network support,
focusing on what is social network support for families in crisis, and what do we know about helpful network support; (5) the importance of
“openness’ and communication between the family and the network; (6) what can social networks do, and different types of socia support (eg,
emotional, practical, information, and economical support); (7) how to sustain network support over time: the importance of distribution, and
the coordination of support.

Discussion (approximately 1.5 hours): Based on the teaching session, the goal of the discussion isto enhance the family and its network members’
understanding of the value of open communication about the family’s need for social support and the network members' ability and willingness
to give such support. The psychologist facilitates the discussion based on the experiences from previous support giving/receiving processes
between the family and the network, the family’s current needs and what is the network able and willing to do as well as coordination of the

network support.

«  Summing up and closing (10 minutes): The psychologist sums up the main points from the teaching session and the discussion.

A detailed procedure for the intervention is developed and
reviewed by the intervention psychologists together with the
authors securing that the intervention is performed in the same
manner for al families. After the meeting, the psychologists
fill out aform with information about how the intervention went
according to the protocol, who attended the meeting
(roles/relations), the themes discussed, and a short field note to
record any observations about the context and impressions
arising from the meeting. All participants in the intervention
also fill out an evaluation form on how they experienced the
psycho-education.

Eligibility Criteria

The study contains 3 samples. Sample 1 and 2 (n=60) consist
of 30 families in the intervention group and 30 in the control
group. These samples include the healthy parent and one child
from each family. The inclusion criteria for these families are
(1) ahealthy parent having a partner or spouse diagnosed with
cancer within the last five years and treated for cancer and (2)
one child in every family, aged 8-18 years old, living with a
parent who has cancer. With multiple children in the family,
the oldest child who is willing to participate will be recruited.
The parents in the intervention group ask the number of adult
network members (mean 7, limited to 15 network members,
N=210) if they want to participate in the intervention. This
group of adult network members makes up Sample 3. The
inclusion criteria for these network members are (1) extended
family members, friends, neighbors, and work colleagues of
the parents, (2) 218 years, and (3) living nearby the family.

http://www.researchprotocols.org/2015/4/e142/

The exclusion criteria for the study are (1) healthy parent not
living with the ill parent or the ill parent has died, or having a
serious disease, (2) children <8 years old, not living with ill
parents, serious disease themselves, and (3) network members
living >2 driving hours from the family.

Recruitment

Participants are recruited nationwide using a wide-ranging
recruiting strategy including information acquired through
hospitals and primary healthcare, brochures, and different
websites. Families are also recruited through the Norwegian
Cancer Society, the Montebello Cancer Center, child responsible
healthcare professionals in hospitals, cancer coordinators in
primary healthcare, and resource nurses in cancer care and
palliation.

Outcome Measurements and Data Collection

The literature recommends using arange of outcome measures
in evaluating complex interventions, as a single outcome may
not capture the results or unintended consequences of the study
[47]. Therefore, different self-reported questionnaires are
included for al participants, where social support, menta health,
and quality of life are primary outcomes, while resilience and
parent capacity are secondary outcomes.

Outcome M easurements

The questionnaire for the headthy parents includes the
information shown in Textbox 2. The questionnaire to the
children includes the information shown in Textbox 3. The
guestionnaire set to the network members includes the
information shown in Textbox 4.
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Textbox 2. Information included in the questionnaire for the healthy parents.

«  Demographic data about the healthy parent: age, gender, education, social status, children, employment status, and income.

«  Demographic and medical dataabout the sick parent: age, gender, type and degree (metastasis) of cancer, months since diagnosis, type of treatment,
and months of treatment and current treatment status.

«  TheCrisis Support Scale (CSS) [48] and the Assistance Questionnaire-Receivers of support (AQR) [49] measure socia support. CSSis a short
scale for measuring social support after acrisis has occurred, consisting of 7 questions with arating scale from 1 (never) to 7 (always). All items
are summed for atotal mean score, where a higher total score indicates more received support. The scale appears to be very robust and to have
satisfactory psychometric properties [48]. AQR measures adults' experiences and need for 9 different types of social support related to the
situation caused by the cancer. The instrument was developed by Dyregrov et a [49] and is applied on comparable populations both nationally
and internationally.

«  TheQuality of Life Scale (QOLS-N) is used to measure the healthy parent’s quality of life[50]: Thisinstrument measures an individual’s overall
satisfaction with life based on different life domains. It contains 16 items scored on a 7-point Likert scale ranging from “very satisfied” to “very
dissatisfied”. The items are calculated into the 6 subscales to assess satisfaction with life domains. The dimensions are scored by summing the
scores for each item in the subscale. Possible total scores range from 16-112, where a lower score indicates worse quality of life demonstrated
satisfactory psychometric propertiesin several studies[50,51]. The 6 subscales are asfollows: (1) physical and material well-being; (2) persona
development; (3) relationships with others; (4) participation in socia activities; (5) participation in community and civic activities, and (6)
recreation.

o  TheGenera Health Questionnaire (GHQ-12) is used to assess current mental health and psychological distress, reflecting theinability of normal
functioning in regard to distressing experiences [52]. The questionnaire consists of 12 items on a Likert scale ranging from 0 to 3, where ahigher
sum-score indicates more symptoms of psychological distress and worse mental health. The GHQ-12 is widely used as a reliable screening
instrument for psychological distress and minor psychiatric morbidity outside aclinical setting, showing high psychometric propertiesin various
populations [52].

«  TheSef- Efficacy Parent Task - Short Form (SEPTI-SF) is used to measure 2 dimensions of the parent’s sel f-efficacy, discipline and achievement,
showing satisfactory psychometric properties [53]. These dimensions consist of 11 quotes with 6 aternative answers from “highly disagree” (1)
to “highly agree” (6). The dimensions are scored by summing the scores for each item in the subscale.

« The Dispositional Resilience Scale-Revised (DRS-15-R/Hardiness) is used to assess the parents’ hardiness in meeting challenging life events
and situations [54]. The questionnaire consists of 15 quotes with 4 alternative answers scored on a Likert scale ranging from “highly disagree”
(0) to“ highly agree” (3). Theitems are summed into the 3 dimensions, commitment, challenge, and control, where a higher score indicate higher
hardiness. Theinstrument isused internationally aswell asin Norway, and has demonstrated validity and reliability within awide range of studies
as well as sensitivity to change [54].

Textbox 3. Information included in the questionnaire to the children.

«  Demographic data: age, gender, siblings, and grade in school

«  TheRevised Child Manifest Anxiety Scale (RCMAYS) is used to measure anxiety reactionsin children [55]. The RCMAS consists of 28 anxiety
items and 9 lie (social desirability) yes-or-no items. Sum scores are provided for total anxiety and the 4 sub-scales: worry/oversensitivity,
physiological anxiety, social concerns/concentration and a lie scale. A higher score indicates higher levels of anxiety or lie. RCMAS has
demonstrated adequate psychometric properties [55].

«  Kinder Lebensqualitit (KINDL) is used to assess the quality of life of children [56]. KINDL consists of 30 quotes with 4 aternative answers
ranging from“never” to“aways’. The 6 subscales (physical health, emotional well-being, self-esteem, family, friends, and school) are calcul ated,
where higher scoresindicate higher QOL. The questionnaire has showed psychometrically acceptable values [56]. KINDL has 3 versions related
to age, but since these cover the exact same questions with somewhat different wording, we decided to use Kid-KINDL to cover the entire

age-span.

Textbox 4. Information included in the questionnaire to the network.

Questionnaire information

«  Demographic data: age, gender, education, socia status, work affiliation, and relation to the family/sick parent.

« Assistance Questionnaire: Providers of support (AQP) represents the opposite version of AQR as it measures the social support given.
e GHQ-12, QOLS-N, Hardiness and CSS, as described for the healthy parents.

researchers in pre-stamped envelopes. The social network

. ] ] membersin theintervention group fill out the T1 questionnaires

inclusion (T1), after 3 months (approximately one monthsafter  ntervention group fill out the same questionnaires after 3 (T2)

theintervention for the intervention group), and after 6 months - 4ng 6 months (T3), distributed via the Internet and the website
(Figure 2). One of the two first authors provides the families  gyryeyMonkey.

with questionnaires by post and they return them to the

Data Collection
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Power Calculations and Statistical Analyses

When comparing differences between the intervention group
(n=30) and the control group (n=30), the power analysis showed
that with P<.05 and a statistical power = .80, onewould be able
to detect effect sizes of t tests of about 0.65 of one standard
deviation or higher [46]. This means an ability of detecting
effects sizes of medium size or higher according to Cohen's
criteria [46]. This effect level was judged to be of clinical
interest, and was within the study’s recruitment frame and
economy.

All the datawill be coded, verified, and entered into IBM SPSS
Statisticsfor Windows Version 22.0. Normality will be assessed
through examinations of skewness and kurtosisfor all variables.
A two-tailed P value of <.05 is considered to be statistically
significant [46,57]. Descriptive statistics (mean/median or
percentages, SD, and ranges) and correl ation analyses (Pearson
correlation) will be used to describe the data and to explore
relationships among them [57]. The outcome variables will
provide sum-scores on the interval level. Multiple regression
analysiswill be used to explore directional relationshipsamong
variables and testing the research model. For the estimation of
the effect and the relationships of the variables relevant to the
intervention, different methods such as t tests and structural
equation (SEM) analyses will be used [57]. The missing data
problem will be analyzed according to the questionnaires
manual. Statistics will be reported in line with the SAMPL
guidelines stated by Lang and Altman [58].

Ethical Implications and Risk

The Regional Committee of Research and Ethics in Western
(REK West) Norway and the Norwegian Social Science Data
Services (NSD) approved the research protocol October 9, 2013
(reference number: 2013/1491/REK vest).

The study will be conducted in compliance with the Declaration
of Helsinki [59] and the requirements for data processing

Table 1. Timelinefor the Cancer PEPSONE study.
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outlinedinthe NSD [60]. Only thetwo first authors have access
to the datafiles. Procedures for handling data and data security
in the study are developed. Study participation is based on
written and oral information and written consent [59]. For
children <12 years of age, the parents must consent on behal f
of the children, whereas for the 12-18 year old children the
consent isgiven from both parts. Study participation isvoluntary
and participants can withdraw at any time without the provision
of reasons or any negative consequences. Serious risks or
undesired effects of the intervention or the assessment by
guestionnaires are not described in theliterature and no specific
risks related to this study are anticipated. All the professionals
participating in the study have extensive experience as
researchers or clinicians in the field of working with children,
seriousillness, crisis, grief, and trauma. This competence will
secure ethical and safe conditionsfor the participants. A referral
process for further assistance or treatment for participating
familieswith special needswill be ensured by the psychologist.
Any changes in the study protocol will be applied for to REK
West and NSD.

Project Organization, Funding, and Timeframe

The Cancer-PEPSONE study is a one-center study conducted
in Norway. The study is connected to an interdisciplinary
research group and an international advisory board to provide
input and secure the quality of the study, independent from the
sponsors. The study is fully founded by the Research Council
of Norway (4.7 million NOK) and by the Norwegian Directorate
of Health (1.3 million NOK). The funders have no role in
conducting the study, but reports on progress according to the
protocol aswell as economy are sent annually.

The study’s timeframe is 3 years. It was initiated in August
2013 and will be completed by August 2016. A schematic
detailed timeline of the study is outlined in Table 1.

Study period
Time point Autumn Spring Autumn Spring Autumn Spring Autumn
2013 2014 2014 2015 2015 2016 2016
Founding and ethical  x
approval
Advisory board X X X X X X X
Research group meet- X X X X X X
ings
Recruitment X X X X
Enrollment X X X
Data collection T1 X X X
Data collection T2 X X X X
Data collection T3 X X X X X
Analyzing data X X X
Publishing results X X

Study close-out
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Results

The Cancer PEPSONE study is ongoing, where enrollment of
familiesbegan in January 2014. Asof October 2015, 45 families
are enrolled in the study. Of those families, 19 are randomized
to the intervention group, with 15 families receiving the
intervention together with approximately 120 network members,
while 4 families are waiting for the intervention. As well, 20
familiesare enrolled in the control group and 6 families are not
yet randomized. The first results from the study are expected
in October 2015.

Discussion

Principal Findings

The objective of this study isto optimize social network support
through a psycho-educational program for families living with
parental cancer and their network membersin order to increase
parental capacity and thereby secure the children’s safety and
quality of life. Until now, the research regarding parental cancer
has mainly focused on describing the parents challenges
regarding their risk of impairment of psychosocia health, quality
of life, and parental capacity [4,12]. In addition, they have
described their positive and negative experiences with social
network support [7,8]. Descriptive research documents that
children living with parental cancer are especially exposed and
vulnerable, and that their physical, psychosocial, and behaviora
impairmentslargely depend upon their parents’ coping abilities
[23,24]. In previousresearch, it isdocumented that it isamatch
between the bereaved and social networks accounts of the
challenges involved in the support giving and receiving
processes [10,36]. However, we lack intervention research to
document the effect of systematic programsin order to optimize
social support to make familiesliving with parental cancer cope
better with their situation. By including a family-, child-, and
social network-perspective, the Cancer-PEPSONE study covers
an important new area of research both nationaly and
internationally. Therefore, several important issues underpinning
this study are worth highlighting.

The descriptive research has mainly focused on the negative
consequences of parental cancer for both the sick and healthy
parent aswell asfor their children. Consequently, thesefamilies
experiences are at risk of being pathologized and assessed as
being in need of individual professional treatment, instead of
assistance in coping and building on their present resources
[39]. Acknowledging that the lives for both the parents and the
children involve more than just coping with the stress related
to cancer, the Cancer-PEPSONE study builds on the inherent
resources of family members and their networks, including a
requested health promotion perspective into the research [39].

A strength of the Cancer-PEPSONE study is that it originates
from the experiences brought forward in clinical practice and
through our prior research. It builds upon the cancer families
own outspoken need for more and long-lasting social support,
as well as the networks calls for more knowledge and training
from professionals as to how to provide good support and help
over time [7,10]. The intervention is pilot-tested, securing its
usefulness in clinical practice and meeting both the families
and the networks' needs.

http://www.researchprotocols.org/2015/4/e142/
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Some may question the use of scarce healthcare resources to
educate cancer families social networks. Professionals and
researchers have gradually acknowledged that cancer patients
live in a socia context along with the need to provide
psychosocial assistance during cancer more directly and to a
greater extent than before[9]. Following legidation, Norwegian
healthcare professional s have a statutory responsibility to ensure
that the children of serioudly ill patients receive information
and follow-up during the entire illness trgjectory [45]. This
implies an obligation to secure psychosocia help for children,
either directly or, most preferably, indirectly through parents
by increasing their parental care capacity. This perspective is
further elaborated in the Norwegian Cancer Strategy 2013-2017
[61], emphasizing afocus on help and support for both children
and parents to be able to cope with their situation. These
obligationshighlight that health service must ensure that families
receive assistance with practical, financial, and emotional issues
as needed, as well as the municipality’s responsibility for
coordinating this assistance.

Several families live with cancer over years that often involve
irregular changesin the disease trgjectory. Adjustment to cance,
therefore, involves a process rather than a singular event. A
model that demands extensive professional follow-up over time
would be very resource demanding. In contrast, by optimizing
the “normal” and available source of socia support, the use of
formal resources may be limited. As such, limited use of
professionals’ time spent in educating the families' network
members and promoting communication between the family
and their social network seems preferable. According to our
hypothesis, the psycho-education of the network memberswill
lead to increased confidence in their interactions with friends
and families in crisis. Hopefully, this will secure more
long-lasting support and prevent “burn-out” in the networks.
Most importantly, with more support, the parents may gain more
capacity for caring for their children, and thereby prevent the
negative consequences of living with parental cancer.
Additionally, the improved and increased availability of social
support will save society in financial expense.

From aresource perspective, it may also be questioned whether
theintervention should be directed towards individual families
and their networks, or elseto several familiesand their networks
at the same time. We consider thisasacrucial element because
families living with parental cancer are not a homogeneous
group. Each family member faces special challenges and has
different needs. Available network resources will aso be
heterogeneous. In line with this, the Medical Research Council
[47] has stated the importance of tail oring complex intervention
to local circumstances rather than being completely
standardized. By meeting onefamily at atime, the psychol ogist
can tailor the psycho-education to each family and its network,
making sure that their perspective and context is at the basis of
the information and conversation. By conducting the
intervention in thefamily’shome, theimportance of thefamily’s
perspective and context is underpinned.

The intervention is four-fold, with an introduction,
psycho-education, discussion, and closure. The introduction is
important to set the content and the focus of the meeting, and
for the participants to briefly get to know the psychologist and

JMIR Res Protoc 2015 | vol. 4 | iss. 4 | el42 | p. 8
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS

her competence. Thisallowsfor building trust and safety within
the meeting. One goal of the psycho-education is to provide
both the family and its network with knowledge of the specific
challenges that adults and children face when living with
parental cancer. Even if the family livesin such circumstances,
this element can normalize their reactions, being revealing of
the other family members’ challenges aswell drawing focuson
what is of most importance for the children. Many familiesfind
it difficult to express their own challenges and needs to their
networks, and the psycho-education may therefore serve as
recognition of their needs in preparing the ground for an open
discussion later on. Another main goal of the psycho-education
isthefocus on theimportance of socia network support. Again,
by providing knowledge to both the family and the network
about the complex processes of socia support, this may justify
the family’s needs and give the network some helpful tools to
use in the supportive interactions.

Most research has focused on the positive and helpful aspects
of socia support [6,30]. However, social support can also be
experienced as negative or unhelpful, which is an issue that is
important to focus on in both the psycho-education and in the
discussion part of theintervention. Such negative social support
can, for example, be non-helpful advices or advices that the
family has not asked for, trivializing of their problems, or that
the family feels overrun by help that they do not want or need
[37]. In the discussion part, the psychologist builds upon the
content of the psycho-education and tailors the content to the
actual family and its network, discussing the most relevant
aspects based on their situation. A clear goal is to facilitate
direct, open and concrete communication between the family
and its network members.

A possible limitation of the Cancer-PEPSONE study isthat the
intervention is short with no follow-up meetings, and therefore
that it may be seen as naive, with little potential to make any
changes that last over time. Although the participants in the
pilot study would have preferred 1 or 2 repeated meetings, the
network members stated that the initial meeting had a good
effect in sengitizing themto increased socia support. In addition,
resource alocation is an important argument. Thus, instead of
organizing a follow-up meeting, the psychologists advise and
trust the family and its network to organize the network to
support themselves. An alternative might be that alocal cancer
nurse participates in the intervention and then follows up the
family thereafter. It may be argued that it is not ethical if no
follow-up is done for these vulnerable families. However, they
are already enrolled in the public healthcare system, which have
legidated obligation regarding follow-up [45]. If the researchers
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or the psychologists performing the intervention detect special
needs of participating families, they will refer them to the public
healthcare system. Another limitation of the study might be that
we acquire very little knowledge about the qualitative and the
procedural aspects of the intervention. However, by including
a short evaluation of the program from both the psychologist,
the family and the networks members, including open
guestions, we acquire more knowledge regarding these aspects.
The study is founded as a RTC study. In addition, we will try
to fund aqualitative arm of this study, exploring the participants
experiences of both the intervention and its consequences.

Theresultsfrom thisstudy will be publishedin at |east 6 papers
ininternational peer-reviewed scientific journals, and 3 of these
will beincluded in aPhD thesis. Furthermore, the findings will
be presented in chronicles in national newspapers, at
conferences, and seminars, both internationally and in Norway.
Importantly, if the study results prove successful, we will
develop guidelines for the Cancer-PEPSONE to be
recommended for the local healthcare system and conducted
by public nurses or cancer nurses, for example. The
Cancer-PEPSONE program also has the potential to being
adapted and studied related to other physical and mental
conditions.

Conclusion

There is currently a lack of intervention studies related to
parental cancer and children as well as intervention programs
enhancing social support between families and social network
members. Therefore, the overall aim of the Cancer-PEPSONE
study is to optimize social network support through a
psycho-educational program for the family and its network
membersin order to increase the parental capacity and thereby
improve the children’s quality of life. It is anticipated that the
results from this study will support the hypotheses and provide
new knowledge about families living with parental cancer. The
Cancer-PEPSONE study isinnovative given the scope, including
afamily, achild, and anetwork perspective, and theintervention
and the diversity of measures utilized within this longitudinal
RTC design. We hope it will add to the growing body of
research on children living with cancer in the family. We
anticipate that, based on this study, we will be able to develop
a guideline for the Cancer-PEPSONE program. By educating
local healthcare professionals or volunteers in using such a
guideline, the program is inexpensive and has the potential to
be used in other parts of the world as well. By improving
network support for these families, less help may also be needed
from health professionals.

The Research Council of Norway and the Norwegian Directorate of Health founded the research. The authors thank the study’s
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Conflictsof Interest
None declared.

References

http://www.researchprotocols.org/2015/4/e142/

JMIR Res Protoc 2015 | vol. 4 | iss. 4 | e142 | p. 9
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Hauken et &

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

Cancer Registry of Norway. Cancer in Norway 2013 - Cancer incidence, mortality, survival and prevalence in Norway.
Osdlo, Norway; 2014. URL: http://www.kreftregisteret.no/ [accessed 2015-11-02] [WebCite Cache ID 6cjaglL eR5]
Syse A, Aas GB, Loge JH. Children and young adults with parents with cancer: a popul ation-based study. Clin Epidemiol
2012;4:41-52 [FREE Full text] [doi: 10.2147/CL EP.S28984] [Medline: 22442635]

Weaver KE, Rowland JH, Alfano CM, McNeel TS. Parental cancer and the family: a population-based estimate of the
number of US cancer survivors residing with their minor children. Cancer 2010 Sep 15;116(18):4395-4401 [FREE Full
text] [doi: 10.1002/cncr.25368] [Medline: 20586037]

Krauel K, Simon A, Krause-Hebecker N, Czimbalmos A, Bottomley A, Flechtner H. When a parent has cancer: challenges
to patients, their families and health providers. Expert Rev Pharmacoecon Outcomes Res 2012 Dec;12(6):795-808. [doi:
10.1586/erp.12.62] [Medline: 23252360]

Niemeld M, Paananen R, Hakko H, Merikukka M, Gissler M, Rasinen S. The prevalence of children affected by parental
cancer and their use of specialized psychiatric services: the 1987 Finnish Birth Cohort study. Int J Cancer 2012 Nov
1;131(9):2117-2125 [FREE Full text] [doi: 10.1002/ijc.27466] [Medline: 22307957]

Cohen S, Underwood LG, Gottlieb BH. Social Support Measurement and Intervention. A Guide for Health and Social
Scientists. New York: Oxford University Press; 2000.

Dyregrov K, Dyregrov A. Barn og unge som pargrende ved kreft. Hvordan kan barns situasjon og forel dres omsorgskapasitet
styrkesi et rehabiliteringsperspektiv?. 2011. URL: http://krisepsy.netflexcloud.no/media/Barn_og_unge som_parorende.
pdf [accessed 2015-11-02] [WebCite Cache ID 6cjax4Y X 0]

AroraNK, Finney Rutten LJ, Gustafson DH, Moser R, Hawkins RP. Perceived helpfulness and impact of social support
provided by family, friends, and health care providers to women newly diagnosed with breast cancer. Psychooncol ogy
2007 May;16(5):474-486. [doi: 10.1002/pon.1084] [Medline: 16986172]

Ernst JC, Beierlein V, Romer G, Mdller B, Koch U, Bergelt C. Use and need for psychosocial support in cancer patients:
a popul ation-based sampl e of patients with minor children. Cancer 2013 Jun 15;119(12):2333-2341 [FREE Full text] [doi:
10.1002/cncr.28021] [Medline: 23575997]

Dyregrov K, Dyregrov A. Effective Grief and Bereavement Support: The Role of Family, Friends, Colleagues, Schools
and Support Professionals. London: Jessica Kingsley Publishers; 2008.

Krattenmacher T, Kiihne F, Ernst J, Bergelt C, Romer G, Méller B. Parental cancer: factors associated with children's
psychosocial adjustment--a systematic review. J Psychosom Res 2012 May; 72(5):344-356. [doi:
10.1016/j.jpsychores.2012.01.011] [Medline: 22469276]

Semple CJ, McCance T. Parents experience of cancer who have young children: aliterature review. Cancer Nurs
2010;33(2):110-118. [doi: 10.1097/NCC.0b013e3181c024bb] [Medline: 20142737]

Harrington CB, Hansen JA, Moskowitz M, Todd BL, Feuerstein M. It's not over when it's over: long-term symptomsin
cancer survivors--a systematic review. Int J Psychiatry Med 2010;40(2):163-181. [Medline: 20848873]

Jim HS, Jacobsen PB. Posttraumatic stress and posttraumatic growth in cancer survivorship: areview. Cancer J
2008;14(6):414-419. [doi: 10.1097/PPO.0b013e31818d8963] [Medline: 19060607]

Ernst J, Richter D, Leuteritz K, Kleinert E, Schmidt R, Brahler E. Psychological distress of parental cancer patients with
minor children. Verhaltenstherapie & Psychosoziale Praxis 2011;43(1):07217234.

Turner D, AdamsE, Boulton M, Harrison S, Khan N, Rose P, et al. Partners and close family members of long-term cancer
survivors: health status, psychosocial well-being and unmet supportive care needs. Psychooncology 2013 Jan;22(1):12-19.
[doi: 10.1002/pon.2050] [Medline: 21905160]

KimY, Carver CS, Shaffer KM, Gansler T, Cannady RS. Cancer caregiving predicts physical impairments: roles of earlier
caregiving stress and being a spousal caregiver. Cancer 2015 Jan 15;121(2):302-310. [doi: 10.1002/cncr.29040] [Medline:
25209592]

Li QP, Mak YW, Loke AY. Spouses experience of caregiving for cancer patients: aliterature review. Int Nurs Rev 2013
Jun;60(2):178-187. [doi: 10.1111/inr.12000] [Medline: 23692000]

Visser A, Huizinga GA, van der Graaf WT, Hoekstra HJ, Hoekstra-Weebers JE. The impact of parental cancer on children
and the family: areview of the literature. Cancer Treat Rev 2004 Dec;30(8):683-694. [doi: 10.1016/j.ctrv.2004.06.001]
[Medline: 15541578]

Moore CW, Rauch PK, Baer L, Pirl WF, Muriel AC. Parenting changes in adults with cancer. Cancer 2015 Oct
1;121(19):3551-3557. [doi: 10.1002/cncr.29525] [Medline: 26094587]

White A. Assessment of parenting capacity. Ashfield, NSW: NSW Department of Community Services,; 2005. URL : http:/
/www.community.nsw.gov.au/__data/assets/pdf_file/0020/321635/research parenting_capacity.pdf [accessed 2015-11-02]
[WebCite Cache ID 6cmNLT1HC]

Visser A, Huizinga GA, Hoekstra HJ, van der Graaf WT, Hoekstra-Weebers JE. Parental cancer: characteristics of parents
as predictors for child functioning. Cancer 2006 Mar 1;106(5):1178-1187 [FREE Full text] [doi: 10.1002/cncr.21691]
[Medline: 16435383]

Grabiak BR, Bender CM, Puskar KR. The impact of parental cancer on the adolescent: an analysis of the literature.
Psychooncology 2007 Feb;16(2):127-137. [doi: 10.1002/pon.1083] [Medline: 16998950]

http://www.researchprotocols.org/2015/4/e142/ JMIR Res Protoc 2015 | vol. 4 | iss. 4 | e142 | p. 10

(page number not for citation purposes)


http://www.kreftregisteret.no/
http://www.webcitation.org/

                                                6cjagLeR5
http://dx.doi.org/10.2147/CLEP.S28984
http://dx.doi.org/10.2147/CLEP.S28984
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22442635&dopt=Abstract
http://dx.doi.org/10.1002/cncr.25368
http://dx.doi.org/10.1002/cncr.25368
http://dx.doi.org/10.1002/cncr.25368
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20586037&dopt=Abstract
http://dx.doi.org/10.1586/erp.12.62
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23252360&dopt=Abstract
http://dx.doi.org/10.1002/ijc.27466
http://dx.doi.org/10.1002/ijc.27466
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22307957&dopt=Abstract
http://krisepsy.netflexcloud.no/media/Barn_og_unge_som_parorende.pdf
http://krisepsy.netflexcloud.no/media/Barn_og_unge_som_parorende.pdf
http://www.webcitation.org/

                                                6cjax4YX0
http://dx.doi.org/10.1002/pon.1084
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16986172&dopt=Abstract
http://dx.doi.org/10.1002/cncr.28021
http://dx.doi.org/10.1002/cncr.28021
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23575997&dopt=Abstract
http://dx.doi.org/10.1016/j.jpsychores.2012.01.011
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22469276&dopt=Abstract
http://dx.doi.org/10.1097/NCC.0b013e3181c024bb
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20142737&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20848873&dopt=Abstract
http://dx.doi.org/10.1097/PPO.0b013e31818d8963
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19060607&dopt=Abstract
http://dx.doi.org/10.1002/pon.2050
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21905160&dopt=Abstract
http://dx.doi.org/10.1002/cncr.29040
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25209592&dopt=Abstract
http://dx.doi.org/10.1111/inr.12000
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23692000&dopt=Abstract
http://dx.doi.org/10.1016/j.ctrv.2004.06.001
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15541578&dopt=Abstract
http://dx.doi.org/10.1002/cncr.29525
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26094587&dopt=Abstract
http://www.community.nsw.gov.au/__data/assets/pdf_file/0020/321635/research_parenting_capacity.pdf
http://www.community.nsw.gov.au/__data/assets/pdf_file/0020/321635/research_parenting_capacity.pdf
http://www.webcitation.org/

                                                6cmNLT1HC
http://dx.doi.org/10.1002/cncr.21691
http://dx.doi.org/10.1002/cncr.21691
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16435383&dopt=Abstract
http://dx.doi.org/10.1002/pon.1083
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16998950&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Hauken et &

24. Osborn T. The psychosocial impact of parental cancer on children and adolescents: a systematic review. Psychooncol ogy
2007 Feb;16(2):101-126. [doi: 10.1002/pon.1113] [Medline; 17273987]

25. StutzK. Anexploratory study of latency age children's meaning-making of parental cancer. Massachusetts, US: Massachusetts
School of Professional Psychology; 2011.

26. Gazendam-Donofrio SM, Hoekstra HJ, van der Graaf WT, van de Wiel HB, Visser A, Huizinga GA, et al. Adolescents
emotional reactions to parental cancer: effect on emotional and behavioral problems. J Pediatr Psychol 2011
Apr;36(3):346-359 [FREE Full text] [doi: 10.1093/jpepsy/jsq090] [Medline: 20929959]

27. Wong M, Ratner J, Gladstone KA, Davtyan A, Koopman C. Children's perceived social support after a parent is diagnosed
with cancer. J Clin Psychol Med Settings 2010 Jun;17(2):77-86. [doi: 10.1007/s10880-010-9187-2] [Medline: 20169402]

28. Paterson C, Jones M, Rattray J, Lauder W. Exploring the relationship between coping, socia support and health-related
quality of life for prostate cancer survivors: areview of the literature. Eur J Oncol Nurs 2013 Dec;17(6):750-759. [doi:
10.1016/j.€j0n.2013.04.002] [Medline: 23732014]

29. UstaYY. Importance of social support in cancer patients. Asian Pac J Cancer Prev 2012;13(8):3569-3572 [FREE Full text]
[Medline: 23098436]

30. Barber FD. Effects of social support on physical activity, self-efficacy, and quality of lifein adult cancer survivors and
their caregivers. Oncol Nurs Forum 2013 Sep;40(5):481-489 [FREE Full text] [doi: 10.1188/13.ONF.481-489] [Medline:
23989022]

31. Kroenke CH, Kwan ML, Neugut Al, Ergas|J, Wright JD, Caan BJ, et a. Socia networks, social support mechanisms, and
quality of life after breast cancer diagnosis. Breast Cancer Res Treat 2013 Jun;139(2):515-527 [EREE Full text] [doi:
10.1007/s10549-013-2477-2] [Medline: 23657404]

32. Decker CL. Socia support and adolescent cancer survivors: areview of the literature. Psychooncology 2007 Jan;16(1):1-11.
[doi: 10.1002/pon.1073] [Medline: 16917852]

33. MiuraE, IshidaT. Parental Cancer: reviewing the concerns of breast cancer patients with children. 2012 Presented at:
ESMO Congress 2012; Sept 28-Oct 2; Vienna, Austria.

34. PhillipsKM, McGinty HL, Gonzalez BD, Jim HS, Small BJ, Minton S, et al. Factors associated with breast cancer worry
3 years after completion of adjuvant treatment. Psychooncology 2013 Apr;22(4):936-939 [FREE Full text] [doi:
10.1002/pon.3066] [Medline: 22419546]

35. AdamsgE, Boulton M, Watson E. The information needs of partners and family members of cancer patients: a systematic
literature review. Patient Educ Couns 2009 Nov;77(2):179-186. [doi: 10.1016/j.pec.2009.03.027] [Medline: 19406609]

36. Dyregrov K. Experiences of social networks supporting traumatically bereaved. OMEGA - Journal of Death and Dying
2006 Jun 01;52(4):339-358. [doi: 10.2190/CLAA-X2LW-JHQJ T2DM]

37. Beck SJ, Keyton J. Facilitating social support: member-leader communication in a breast cancer support group. Cancer
Nurs 2014;37(1):E36-E43. [doi: 10.1097/NCC.0b013e3182813829] [Medline: 24316603]

38. Hogan BE, Linden W, Najarian B. Social support interventions: do they work? Clin Psychol Rev 2002 Apr;22(3):383-442.
[Medline: 17201192]

39. LewisFM. Parental cancer and dependent children: selected issuesfor future research. Psychooncol ogy 2007 Feb;16(2):97-98.
[doi: 10.1002/pon.1141] [Medline: 17273988]

40. Uchino BN, Bowen K, Carlise M, Birmingham W. Psychological pathways linking social support to health outcomes: a
visit with the "ghosts" of research past, present, and future. Soc Sci Med 2012 Apr;74(7):949-957 [FREE Full text] [doi:
10.1016/j.socscimed.2011.11.023] [Medline: 22326104]

41. HouseJS, Kahn RL. Measures and concepts of socia support. In: Cohen S, Syme SL, editors. Social Support and Health.
New York: Academic Press; 1985:83-108.

42. Cohen S. Social relationships and health. Am Psychol 2004 Nov;59(8):676-684. [doi: 10.1037/0003-066X.59.8.676]
[Medline: 15554821]

43. Cohen S, Wills TA. Stress, socia support, and the buffering hypothesis. Psychol Bull 1985 Sep;98(2):310-357. [Medline:
3901065]

44. Luknes E, McFarlane W. Psychoeducation as evidence-based practice: considerations for practice, research, and policy.
Brief Treatment and Crisis Intervention 2004;4(3):205-225. [doi: 10.1093/brief-treatment/mhh019]

45.  ACT-1999-07-02-64. Norway: Ministry of Health and Care Services URL : https.//lovdata.no/dokument/NL /|ov/1999-07-02-64
[accessed 2015-11-02] [WebCite Cache ID 6coTBQXE(]

46. Shadish WR, Cook T, Campbell D. Experimental and Quasi-Experimental Designs for Generalized Causal Inference.
Boston: Houghton Mifflin; 2002.

47. Craig P, Dieppe P, Macintyre S, Michie S, Nazareth |, Petticrew M. Developing and evaluating complex interventions: the
new Medical Research Council guidance. Int J Nurs Stud 2013 May;50(5):587-592. [doi: 10.1016/].ijnurstu.2012.09.010]
[Medline: 23159157]

48. Elklit A, Schmidt Pedersen S, Jind L. The Crisis Support Scale: psychometric qualities and further validation. Personality
and Individual Differences 2001 Dec;31(8):1291-1302. [doi: 10.1016/S0191-8869(00)00220-8]

49. Dyregrov K, Nordanger D, Dyregrov A. Predictors of psychosocial distress after suicide, SIDS and accidents. Death Stud
2003;27(2):143-165. [doi: 10.1080/07481180302892] [Medline: 12678058]

http://www.researchprotocols.org/2015/4/e142/ JMIR Res Protoc 2015 | vol. 4 | iss. 4 | e142 | p. 11

(page number not for citation purposes)


http://dx.doi.org/10.1002/pon.1113
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17273987&dopt=Abstract
http://jpepsy.oxfordjournals.org/cgi/pmidlookup?view=long&pmid=20929959
http://dx.doi.org/10.1093/jpepsy/jsq090
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20929959&dopt=Abstract
http://dx.doi.org/10.1007/s10880-010-9187-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20169402&dopt=Abstract
http://dx.doi.org/10.1016/j.ejon.2013.04.002
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23732014&dopt=Abstract
http://www.apocpcontrol.org/page/apjcp_issues_view.php?sid=Entrez:PubMed&id=pmid:23098436&key=2012.13.8.3569
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23098436&dopt=Abstract
https://store.ons.org/article/find?doi=10.1188/13.ONF.481-489
http://dx.doi.org/10.1188/13.ONF.481-489
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23989022&dopt=Abstract
http://europepmc.org/abstract/MED/23657404
http://dx.doi.org/10.1007/s10549-013-2477-2
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23657404&dopt=Abstract
http://dx.doi.org/10.1002/pon.1073
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16917852&dopt=Abstract
http://europepmc.org/abstract/MED/22419546
http://dx.doi.org/10.1002/pon.3066
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22419546&dopt=Abstract
http://dx.doi.org/10.1016/j.pec.2009.03.027
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19406609&dopt=Abstract
http://dx.doi.org/10.2190/CLAA-X2LW-JHQJ-T2DM
http://dx.doi.org/10.1097/NCC.0b013e3182813829
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24316603&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17201192&dopt=Abstract
http://dx.doi.org/10.1002/pon.1141
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17273988&dopt=Abstract
http://europepmc.org/abstract/MED/22326104
http://dx.doi.org/10.1016/j.socscimed.2011.11.023
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22326104&dopt=Abstract
http://dx.doi.org/10.1037/0003-066X.59.8.676
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15554821&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=3901065&dopt=Abstract
http://dx.doi.org/10.1093/brief-treatment/mhh019
https://lovdata.no/dokument/NL/lov/1999-07-02-64
http://www.webcitation.org/

                                                6coTBQXEf
http://dx.doi.org/10.1016/j.ijnurstu.2012.09.010
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23159157&dopt=Abstract
http://dx.doi.org/10.1016/S0191-8869(00)00220-8
http://dx.doi.org/10.1080/07481180302892
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12678058&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Hauken et &

50.

51.

52.

53.

55.

56.

57.
58.

59.

60.

61.

Burckhardt CS, Anderson KL. The Quality of Life Scale (QOLS): reliability, validity, and utilization. Health Qual Life
Outcomes 2003;1:60 [FREE Full text] [doi: 10.1186/1477-7525-1-60] [Medline: 14613562]

Wahl A, Burckhardt C, Wiklund I, Hanestad BR. The Norwegian version of the Quality of Life Scale (QOLS-N). A
validation and reliability study in patients suffering from psoriasis. Scand J Caring Sci 1998;12(4):215-222. [Medline:
10067647]

Goldberg D, Williams P. A Users Guide to the General Health Questionnaire. Windsor, UK: NFER-Nelson; 1988.
Coleman PK, Karraker KH. Parenting self-efficacy among mothers of school-age children: conceptualization, measurement,
and correlates*. Family Relations 2000 Jan;49(1):13-24. [doi: 10.1111/j.1741-3729.2000.00013.X]

Hystad SW, Eid J, Johnsen BH, Laberg JC, Thomas BP. Psychometric properties of the revised Norwegian dispositional
resilience (hardiness) scale. Scand J Psychol 2010 Jun 1;51(3):237-245. [doi: 10.1111/].1467-9450.2009.00759.X] [Medline:
20028488]

Reynolds CR, Richmond BO. What | think and feel: arevised measure of children's manifest anxiety. J Abnorm Child
Psychol 1978 Jun;6(2):271-280. [Medline: 670592]

Helseth S, Lund T. Assessing health-related quality of lifein adolescents: some psychometric propertiesof thefirst Norwegian
version of KINDL. Scand J Caring Sci 2005 Jun;19(2):102-109. [doi: 10.1111/j.1471-6712.2005.00326.x] [Medline:
15877635]

Mulhern G, Greer B. Making Sense of Data and Statistics in Psychology. Basingstoke, UK: Palgrave Macmillan; 2011.
Lang T, Altman D. Basic statistical reporting for articles published in clinical medical journals: the SAMPL Guidelines.
In: Smart P, Maisonneuve H, Polderman A, editors. Science Editors Handbook. London, UK: European Association of
Science Editors; 2013:1-9.

World Medical Association Declaration of Helsinki. 18th WMA General Assembly. Ethical principlesfor medical research
involving human subjects URL : http://www.wma.net/en/30publications/10policies/b3/ [accessed 2015-11-02] [WebCite
Cache ID 6cngMrQed]

Research and Privacy.: Norwegian Social Science Data Services (NSD); 2013. URL : http://www.nsd.uib.no/ [accessed
2015-11-02] [WebCite Cache ID 6¢jdRJISY p]

National Cancer Strategy. Norway: Norwegian Ministry of HealthCare Services; 2013. Together-against cancer URL :
https://www.regjeringen.no/no/id4/ [accessed 2015-11-02] [WebCite Cache ID 6c¢jdTbUg6]

Abbreviations

CSS: Crisis Support Scale

GHQ-12: Genera Health Questionnaire

NSD: Norwegian Social Science Data Services

PEPSONE: Psycho-Educational Program for the SOcial NEtwork
QOLS-N: Quality of Life Scale

RCT: randomized controlled trial

REK West: Regional Committee of Research and Ethics in Western Norway

Edited by G Eysenbach; submitted 19.08.15; peer-reviewed by K Durant; commentsto author 14.09.15; accepted 02.10.15; published
30.12.15

Please cite as:

Hauken MA, Senneseth M, Dyregrov A, Dyregrov K

Optimizing Social Network Support to Families Living With Parental Cancer: Research Protocol for the Cancer-PEPSONE Sudy
JMIR Res Protoc 2015;4(4):e142

URL: http://www.researchprotocols.org/2015/4/€142/

doi: 10.2196/resprot.5055

PMID: 26733339

©May Aasebg Hauken, Mette Senneseth, Atle Dyregrov, Kari Dyregrov. Originally published in IMIR Research Protocols
(http://www.researchprotocols.org), 30.12.2015. Thisis an open-access article distributed under the terms of the Creative Commons
Attribution License (http://creativecommons.org/licenses/by/2.0/), which permits unrestricted use, distribution, and reproduction
inany medium, provided the origina work, first published in IMIR Research Protocols, is properly cited. The complete bibliographic
information, alink to the original publication on http://www.researchprotocols.org, aswell asthis copyright and licenseinformation
must be included.

http://www.researchprotocols.org/2015/4/e142/

JMIR Res Protoc 2015 | vol. 4 | iss. 4 | e142 | p. 12
(page number not for citation purposes)


http://www.hqlo.com/content/1//60
http://dx.doi.org/10.1186/1477-7525-1-60
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=14613562&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10067647&dopt=Abstract
http://dx.doi.org/10.1111/j.1741-3729.2000.00013.x
http://dx.doi.org/10.1111/j.1467-9450.2009.00759.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20028488&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=670592&dopt=Abstract
http://dx.doi.org/10.1111/j.1471-6712.2005.00326.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15877635&dopt=Abstract
http://www.wma.net/en/30publications/10policies/b3/
http://www.webcitation.org/

                                                6cnqMrQeJ
http://www.webcitation.org/

                                                6cnqMrQeJ
http://www.nsd.uib.no/
http://www.webcitation.org/

                                                6cjdRJsYp
https://www.regjeringen.no/no/id4/
http://www.webcitation.org/

                                                6cjdTbUq6
http://www.researchprotocols.org/2015/4/e142/
http://dx.doi.org/10.2196/resprot.5055
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26733339&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

